Introduction {#s1}
============

The last couple of years has seen unprecedented progress in the availability of antiretroviral therapy (ART) in sub-Saharan Africa ([@R37]), not least in Zimbabwe where both primary care and hospital-based HIV services are reaching some of the most isolated communities. As a result 215,000 (57% of those living with AIDS) people are estimated to access ART in Zimbabwe, with more people enrolling every day ([@R35]). A survey carried out in 2008 estimates that 13% of all patients receiving HIV care from the health services in Zimbabwe are between 0 and 19 years of age, of which 33% are aged 0--4; 25% are between 5--9 years; 25%, 10--14 years; and 17%, 15--19 years ([@R13]). As the fight against HIV and AIDS continues, it is imperative that antiretroviral drugs (ARVs) are accessible and that virologic suppression remains high. Virologic efficacy, or "good adherence," is better achieved if patients stick to their ART regimen for 95% of the time ([@R3]). Good adherence minimises resistance to affordable first-line drugs ([@R5]; [@R34]) but has been identified as a challenge for HIV-infected children and adolescents on ART ([@R2]; [@R6]; [@R12], [@R12]; [@R26]; [@R36]). The Zimbabwean survey carried out by [@R13] asked clinic staff from all ART distribution centres in the country about common problems faced by children and adolescents in accessing and adhering to HIV care regimens. They found that for young children (0--5), malnutrition, lack of appropriate drugs, erratic drug taking and hospital visits, orphanhood and caregiver issues (e.g., elderly, ill or unsupportive caregivers) were common challenges to children\'s adherence to ART. For adolescents (10--19), erratic drug taking was also a major obstacle to adherence, as was lack of disclosure and poor use of counselling and psychosocial services ([@R13]). With the objective of developing an understanding of these obstacles to ART adherence, as well as investigating the interconnections between obstacles to ART adherence and the age of children\'s caregivers, our focus will be on children who have outlived their parents and live with elderly guardians who also act as their treatment partner.

Although elderly people have been found to play a crucial role in providing care and support for adults infected with HIV ([@R21]), this is the first study to explore the caring role of elderly guardians in sustaining the ART adherence of children. Whilst many studies have already explored the care and living arrangements of orphaned children and their elderly guardians, these studies have a tendency to highlight how elderly guardians selflessly take on the burden of caring for orphaned and AIDS-affected children -- often at the expense of their own health and well-being. Elderly guardians for example are reported to struggle with financial difficulties ([@R23]) and suffer from psychosocial distress ([@R7]; [@R8]; [@R24], [@R25]; [@R33]). Whilst this may certainly also be the case of the elderly guardians participating in this study, we believe there is a need to be realistic about the capabilities of elderly guardians, particularly in relation to their role in sustaining the ART adherence of HIV-infected children under their care -- often under very difficult conditions. Furthermore, we also believe that such studies only give one side of the story. Reflecting dominant ideological understandings of children as passive beings in need of adult support and guidance (cf. [@R17]; [@R18]), they generally begin with the view of children as the problem ("the burden") and adults as the solution ("the burdened"). We seek to move beyond this conception, building on studies that have highlighted the reciprocity of care and support within such households ([@R1]; [@R29]). Although elderly guardians do -- very importantly -- provide orphaned and HIV-infected children with a home and place of belonging, their old age, illness and fragility may limit their contribution towards income and food generation, meaning they depend on the contribution and active participation of children in sustaining their livelihoods ([@R29]) and in some cases health ([@R32]).

In this paper we extend this line of thinking by examining the challenges faced by elderly guardians --and the participation of children themselves -- in sustaining the ART adherence of HIV-infected children under their foster care. This is an area of concern only previously mentioned in passing (e.g., [@R13]; [@R22]; [@R27]). In South Africa for example, both [@R22] and [@R27] report that elderly guardians have practical difficulties in administering ARV medication due to their compromised visual and arithmetic skills. It is against this background, and in our interest to support elderly guardians in their efforts to sustain ART adherence in children, that we seek to explore the question: what challenges do elderly guardians face in contexts of poverty, AIDS and limited social services as they act as the treatment partners of children on ART? In exploring this question we hope gain knowledge that can help us develop programmes that better support the efforts of elderly guardians to provide the best possible treatment support for children under their care.

Methodology {#s2}
===========

This research forms part of an on-going study which was granted ethical approval from the Medical Research Council of Zimbabwe (A/681) and Imperial College London (ICREC_9\_3_13). Informed and written consent was gathered from all research participants with the agreement that their identities would not be revealed. Pseudonyms have therefore been used throughout.

Study population and sampling {#s3}
-----------------------------

The study was conducted in three rural communities in Manicaland province of eastern Zimbabwe. The province is characterised by high levels of poverty and HIV. The three rural communities involved in this study are all served by rural hospitals or health clinics that distribute ART. This paper draws on the perspectives of 25 nurses and eight elderly guardians of children enrolled onto an ART programme. Although 30 guardians of children with HIV participated in the larger study, these eight guardians (the only guardians over the age of 50 participating in our study) all referred to their old age as a major physical and economic constraint to children\'s ART adherence and therefore qualify for inclusion in this paper. All guardians of HIV-infected children were recruited through a mix of purposeful, snowball (using village community health workers) and opportunistic (self-selected informants) sampling, and in so doing actively sought to identify and recruit some elderly guardians. The age of the elderly guardians (all female) ranged from 52 to 79, with a mean age of 61.

The 25 nurses participating in this study were recruited from three health clinics on the basis of their willingness to participate. The nurses had a variety of experiences and came with different backgrounds, right from primary care and outreach programmes to HIV testing, ART distribution and palliative care. The nurses tend to live within the compounds of the hospital and have received training on the administration of paediatric ART. The mean age of the 25 nurses (11 female, 14 male) participating in the study was 40.

Data collection and analysis {#s4}
----------------------------

The data for this study were collected in October and November 2009. Four experienced fieldworkers conducted 26 in-depth interviews (18 with nurses and eight with elderly guardians) and one focus group discussion with seven nurses in the local Shona language. The semi-structured topic guides used for the elderly guardians covered informants' personal background, their experiences of AIDS, stigma and being a treatment partners as well as problems and facilitators of children\'s ART access and adherence. Individual and group nurse interviews used the same topic guide. The topic guide asked the nurses about their experiences in providing HIV treatment for children, including barriers and facilitators, as well as their interaction with treatment partners. With permission, the interviews were digitally recorded, transcribed and translated into English by the field-workers. To ensure the accuracy of transcription and translation, 20% of all transcripts were randomly selected to undergo a quality check, including back-translation. No inaccuracies were identified. Individual and group interview transcripts of both nurses and elderly guardians were imported into the qualitative software package Atlas.Ti for thematic content analysis ([@R14]). Data collected by the two study methods and populations were pooled and analysed collectively to provide a holistic and comprehensive understanding of patterns (core themes) within the data corpus ([@R9]). Using a social constructionist perspective, we sought to map out features of the collectively constructed representational field which shaped both nurses' and carers' understandings and actions, rather than seeking to document attitudes conceived of as properties of individuals ([@R15]). Following the steps of [@R4] thematic network analysis, text segments were first coded with an interpretative title, which were clustered into higher order, or primary themes. The outcome of this thematic network analysis is presented in [Figure 1](#F1){ref-type="fig"}, which highlights the three primary themes that address the research question of this paper and make up the structure of our presentation of findings.

![Thematic network: challenges (lessened by children\'s agency, see dotted boxes) faced by elderly guardians in sustaining the ART adherence of HIV-infected children.](caic23-957_f1){#F1}

Findings {#s5}
--------

To contextualise our findings within the lived realities of the elderly guardians acting as treatment partners, [Table 1](#T1){ref-type="table"} gives detail to the household composition of each of the eight guardians participating in this study. What [Table 1](#T1){ref-type="table"} encapsulates is the impact of AIDS on families and the fostering role of older people. Several guardians had lost their husbands and children and were now the foster parents of their grandchildren, young nieces or nephews. As such, the table also highlights that elderly people were not necessarily alone in creating a supportive context for children on ART; there were often other children in the household who could help out. The HIV-positive children on ART in the eight households described in [Table 1](#T1){ref-type="table"} were all on first-line treatment (combination of Stavudine, Lamivudine and Nevirapine), which was administered on a weight-based system in tablets. Although syrups, which are more easily administered to younger children, are available, these are hard to access in Zimbabwe.

Table 1.Household characteristics of elderly guardians providing HIV care for children.Elderly guardianHousehold characteristicsNokutenda, age 79Nokutenda stays with five grandchildren between the ages 4--12, of which one 8--year-old girl is HIV-- positive and on ART. Nokutenda\'s husband, two sons and two daughters have all died and she survives through subsistence farming.Sandra, age 59Sandra lives with her husband, mother-- in-law, her sick daughter and her three grandchildren. One of her grandchildren, a 16--year-old girl, is HIV-positive and on ART. Sandra and her husband provide for the household through subsistence farming.Carolyn, age 56Carolyn stays with her brother and 6-- year-old niece, both of whom are HIV-- positive and on ART. The 6--year-old girl is separated from her older brother who is under the care of other family members. Carolyn\'s son occasionally visits and supports Carolyn financially.Tanyaradzwa, age 70Tanyaradzwa stays with her two great grandchildren, including a 4--year-old boy who is HIV-positive and on ART. Her grandson (children\'s father) has gone to the city to look for work. The wife of her grandson has passed away. Tanyaradzwa receives help from her 10-- year-old granddaughter to care for the boy.Violet, age 67Violet stays with three grandsons, the oldest being 12, HIV-positive and on ART. Her son (father of her grandchildren) and her daughter-in-law have both died. Violet sustains the household through subsistence farming.Joanna, age 52Joanna stays with her ill son, her sister\'s 20--year-old daughter and her brother\'s three boys, of which a 9--year-old is HIV-positive and on ART. Joanna works as a sales woman, buying and selling goods at the local market.Cellestine, age 54Cellestine and her husband live with their three grandchildren, of which the oldest, all --year-old girl is HIV-- positive and on ART. Cellestine and her husband provide for the household through subsistence farming.Marjorie, age 53Marjorie stays with her 6--year-old grandson who is HIV-positive and on ART. She stayed with her daughter and son-in-law until recently when they both passed away. Marjorie sustains herself and her grandson through subsistence farming.

Overall, great progress has been made in achieving children\'s access and adherence to ART in this context, however, as we will now illustrate, HIV-infected children who live with their elderly guardians may face some barriers to optimal ARV adherence that are unique to their care arrangements.

Poverty and struggles {#s6}
---------------------

Households made up of elderly guardians and orphaned or AIDS-affected children are particularly vulnerable to poverty and related struggles. One such example includes the struggles faced by Joanna who is too old to work and has difficulties paying for the schooling and clothing of her foster children.

> The problems I am facing are monetary including schooling and clothing. All these are solely my responsibility at the same time I am too old to work and this has been a major problem. (Joanna (52), elderly guardian)

Such struggles often result in children having to carry the responsibility of contributing to household sustenance, and on occasion HIV-infected and ill children are forced to engage in work. As one nurse commented:

> There are those who want to take advantage of these children. Maybe the child will be the only grandchild but he sends him to the grinding mill, to fetch water, to water the garden some being used that you feel pity. There was a case of a sick child, the grandmother was saying a-aah she works she even goes to fetch firewood. That child died. (Peter (35), nurse)

In response to the poverty and struggles faced by ARV users in this context, a number of nongovernmental organisations were reported to provide them with food aid, minimising pressures on sick children to engage in income and food generating work as well as providing them with a nutritious diet to support their treatment.

> Some of these children are being cared for by elderly guardians so they lack food but now that problem has been met because a lot of organizations are distributing food in the area. (Jackie (36), nurse)

Immobility {#s7}
----------

We have already alluded to the fact that some elderly guardians are unable to generate food and income. But in what other ways can their immobility compromise children\'s adherence to ART? ARV users in this context need to go for check-ups and pick up their drugs at a designated health facility on a monthly basis. Each visit costs US\$1, covering the administrative costs of the check-up, which, coupled with potential transport costs, can be a challenge for elderly people to pay. But the immobility of some elderly guardians can also prevent them from accompanying their children to their monthly review dates. This is particularly the case with young children who need to be carried.

> Like me at my age, to think of going there on foot or even to carry the child on my back, it\'s impossible and for me to get someone to help me take the child to hospital can be impossible. I can\'t even think of carrying a child on my back at my age, if I fail to get anyone who is kind enough to help me then there is little I can do. (Cellestine (54), elderly guardian)

Other times the sheer distance can present as a barrier for guardians who had difficulties walking. They were also more likely to get sick and be periodically immobile, preventing the child from attending its review date and pick up ARV supplies.

> The health of some of the children who stay with their elderly guardians is not good and sometimes elderly people are not strong enough to come with the children to the clinic the distance might be near but the elderly guardian can\'t walk the child will end up defaulting. (James (36), nurse)
>
> Elderly women, they would be coming from far away. For her to send the child by herself is not possible, for her to send someone with the child is difficult because of the issue of stigma, so they will remain at home and miss the appointment. If there was a mobile facility that would have helped. (Roselyn (57), nurse)

However, carers repeatedly stated the strength of their commitment to ensure that children attended their monthly hospital review on the appropriate date.

> The only thing that can stop me would be if I fall ill myself, and I fail to find anyone to escort my child to the hospital, As for my chores at home, I will always leave them behind and take the child to hospital first. (Nokutenda (79), elderly guardian)

Poor memory and comprehension {#s8}
-----------------------------

For some elderly guardians, remembering the review dates was a bigger challenge than immobility. Several informants spoke of difficulties faced by elderly guardians in remembering drug review dates, often only returning to the hospital when drugs had run out, resulting in a delay in the child\'s treatment.

> Sometimes these children will be staying with their grandmothers and these grandmothers are old, so they may sometimes forget the review dates, when they are and how many weeks they should wait before going back, so they end up forgetting everything, hence they delay to go and get the children\'s pills. (Marjorie (53), elderly guardian)

Forgetfulness can also mean that children are not reminded to take their drugs at a regular interval, with elderly guardians forgetting when the last drug was taken. This, coupled with a relative complicated administration of drugs, may compromise the child\'s treatment.

> Some of them stay with grandparents who are too old, and who confuse the time or the drugs the child has to take. (Evelyn (29), nurse)

However, occasionally other household members, and children in particular, play an active role in helping their elderly guardians remember when drugs need to be taken.

> The other children are the ones who are reminding me, they remind him to take the tablets and they also tell me that he has taken the tablets and is now leaving for school. (Nokutenda (79), elderly guardian)
>
> No I do not forget to give the child the drugs. Even if I was to forget this kid himself would remind me. You hear him saying: "Granny its six o\'clock, time for my medication". (Violet (67), elderly guardian)

A number of nurses spoke of problems in communicating with elderly guardians. They said the guardians often failed to understand the complexity of the child\'s treatment regimen. Nurses go to great lengths to ensure that treatment partners -- who play a primary role in facilitating the treatment regimen of ARV users -- have the tools and knowledge to facilitate child adherence, but these are often inadequate for elderly people who are unable to read and write. This is particularly a problem if the child in their care is still young and cannot assist in keeping notes for their treatment schedule.

> Most of the children we have who are on ART are cared for by people who are very old. We give people adherence calendars that they should fill in, but what if she can\'t write, if she is 80 something years? The child may be around four or six years, so for her to write down and to properly administer the drugs may be challenging. She doesn\'t even know the name of the drug she is giving the child. You would have told her the name but she won\'t remember it, she just knows that the child is on medication, that\'s very tricky. Some of them they do not have middle aged people close to them to help them with taking care of the child, so its really a challenge. (Collin (27), nurse)

As Miriam, a nurse, explains, many of the elderly guardians are aware of their limitations and actively remind the child to be alert to the advice they receive from the nurses.

> It\'s a challenge when you have to explain to an elderly person, especially the issue of food, I would be emphasizing what the child needs to eat, I will explain it to the child and I will do it thoroughly so that the child will remind the grandmother. The grandmother will actually call the child to be alert to what we will be saying, you realize that the child is now taking responsibility for all this yet it should be the other way round. When it comes to food, you will hear that the child has eaten only once, yet s/he should be eating more often than this for the drugs, so it\'s a challenge, there is a problem with elderly caregivers. (Judith (34), nurse)

Discussion {#s9}
==========

The findings presented in this paper first and foremost highlight the commitment and dedication elderly people show in ensuring that children under their care comply with the rigid treatment regimens associated with ART, an asset previously identified in Cambodia ([@R38]) and Thailand ([@R20]). In this paper we have illustrated that deteriorating mobility, memory and comprehension of complicated treatment plans, coupled with poverty in a context of limited social welfare and government support, make it difficult for some elderly guardians to sustain the treatment of HIV-infected children in their care -- presenting a key challenge for paediatric ART adherence. Our findings suggest that support for elderly carers should address both their poverty-and age-related needs. Although these needs are interrelated, they require different interventions. Age-related challenges refer to their physical limitations (deteriorating memory, comprehension and mobility) and poverty-related challenges refer to their lack of income and food, necessitating the infected child to engage in income generating activities beyond what is good for them. Whilst the obstacles faced by elderly guardians took precedence in this paper, our informants did also highlight potential strategies that can help elderly people in their role as treatment partners of HIV-infected children. These included the distribution of food aid, encouraging children\'s agency and participation in the treatment, stigma-reduction programmes, increasing social support networks, mobile health facilities and improving the physical access to health facilities (e.g., constructing satellite clinics to reduce the distance).

It is clear that elderly people are ideally positioned as treatment partners to HIV-infected children by virtue of their living arrangements and associated emotional attachments ([@R20]). However, as some of the age-related challenges identified in this paper highlight, such arrangements could benefit from externally facilitated support. [@R16] recommend that elderly carers, especially women, must have access to legal advice, financial support and literacy programmes, so that they can access entitlements for themselves and those in their care. Failure to address the rights of elderly people will undermine their ability to care for others. One way to address poverty-related challenges is to make financial support, such as social pensions, available. Social pensions targeting poor and vulnerable elderly people have been identified as a feasible intervention alleviating the impact of HIV and AIDS ([@R19]; [@R28]). These pensions, in the form of monthly cash transfers to elderly people, could enable already committed elderly guardians to use the funds on direct and indirect expenses related to the treatment of children under their care (such as drugs or hospital fees, transport and food). Child-support grants, as seen in South Africa ([@R11]) and Kenya ([@R10]) also have the potential to alleviate some of the poverty-related challenges identified in this paper as barriers to the adherence of ART in children.

In addition to cash transfers, social networks can be strengthened through community mobilisation and community health workers (or hospital outreach staff) to monitor and address the challenges specific to households with elderly guardians ([@R30]; [@R31]). Such services could encompass providing elderly people with locally appropriate mobility aids and alarmed watches to ensure timely follow-ups and medication as well as making information about treatment regimens accessible to elderly people. One of our informants also highlighted the need for mobile health services, suggesting the need to decentralise ART dispensing to local clinics as well as making outreach staff mobile so that they can reach immobile elderly guardians out in the communities.

This study also highlighted that in contexts of limited support, the agentic capabilities of older children (over the age of 10 as defined by [@R13]) play a key role in coping with some of the challenges identified in this paper. Older children help with income and food generating activities and remind guardians about review dates and the administration of drugs. Therefore, to ensure the adherence to ART in children under the care of elderly guardian, there is an urgent need for HIV services to embrace and involve both the children and their elderly guardians in HIV programme planning. Older children living in the household, whether HIV-positive themselves or the older siblings of a younger-positive child, need to be acknowledged as contributing agents to ART adherence. Not only will such an acknowledgement of children\'s agency help us move beyond unhelpful understandings of children as a "burden" to "burdened" elderly people, it also highlights the importance of involving older children in the treatment process.

To conclude, we believe that much more needs to be done to advocate for policies and programmes that take heed of some of the challenges and resources identified in this paper and argue for more family/ household centred HIV services that take account of the elderlies' needs for support, and acknowledge and enhance the agency of older children as active and responsible contributors to ART adherence. However, as this is a new area of research, further investigation into the prevalence of elderly treatment partners and the obstacles they are facing (e.g., segregated by the children\'s age) as well as the experiences of elderly guardians in other settings is urgently needed.
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